Introduction
============

Polycystic ovary syndrome (PCOS) is the most common endocrine condition in women ([@bib1]). It can have important consequences in relation to both physical and mental health ([@bib2], [@bib3], [@bib4]) and increase the risk of type 2 diabetes (T2DM), hypertension and cardiovascular diseases, as well as contributing to overall poor wellbeing ([@bib5], [@bib6], [@bib7]). Previous studies have highlighted challenges faced when managing PCOS ([@bib5], [@bib8], [@bib9], [@bib10], [@bib11]) including feeling 'abnormal' or like a 'freak' ([@bib12]). Lack of information given to women diagnosed with PCOS may also create confusion about why they are experiencing symptoms, leading to feelings of guilt and lack of control ([@bib4], [@bib12], [@bib13]).

It is clear that a diagnosis of PCOS has important psychological consequences, but less consideration has been given to more practical implications relating to day-to-day living and to ways of supporting women with the condition. We aimed to confirm previous findings in an ethnically diverse population, but also to broaden the scope of current knowledge regarding experiences and support needs. On a practical level, our study specifically aimed to explore the potential acceptability of group education sessions for women with PCOS and to inform the process of refining the content of a proposed education programme (Clinical Trials.Gov registration number Nbib1462864).

Subjects and methods
====================

Ethics committee approval was obtained (11/EM/0141). The study involved semi-structured interviews and the overall methodology was informed by the constant comparative approach ([@bib14]). The position adopted in our study was primarily pragmatic, linked to health services research, in line with our focus on provision of effective support for women with PCOS.

Setting and recruitment
-----------------------

The study was conducted in Leicestershire, UK, an area characterised by ethnic diversity. People of south Asian (mainly Indian) origin are strongly represented ([@bib15]). Sampling was purposive, aimed at recruiting women with PCOS who could potentially contribute to our exploration of experiences and views about support. On this basis, women with a clear diagnosis of PCOS based on Rotterdam criteria ([@bib16]) were eligible to participate. Participants were mostly recruited from a local hospital by advertisement or initial approach at outpatient clinics, but also included three local women who approached the research team after learning about the study. After twelve interviews, it was determined that a good level of saturation had been reached in terms of the emergence and adequate exploration of relevant themes.

Data collection
---------------

One interview was conducted in the participant's home, two at their work place and the remainder in the hospital outpatient clinic. Participants provided written informed consent. Semi-structured interviews were conducted (H M or N P) using a flexible topic guide ([Table 1](#tbl1){ref-type="table"}) to ensure that data relevant to the aims of the study were gathered, whilst leaving scope for additional themes to emerge using open questions. All participants were comfortable with discussing their condition in English. The mother of the youngest participant (aged 17) attended the interview with her daughter. The interviews were audio-recorded and transcribed verbatim. Table 1Summary of topics included in the topic guide.Experiences and feelings related to diagnosis and symptomsAdvice, treatment and support received and knowledge-seeking behaviourUnderstanding and attitudes relating to the conditionExperience of living with the condition, including feelings about controlFeelings about attending an education session, including format

Analysis
--------

Analysis involved identification and exploration of themes, including development of a coding framework. With the use of the NVivo package (qualitative data indexing software), a process of charting based on the framework approach ([@bib17]) was followed to facilitate data collation and exploration across and between cases and themes. Throughout the process of analysis, the focus of the study regarding the development of an educational intervention was kept in mind, whilst also considering the broader issue of participants' experiences of living with PCOS ([@bib14]). The source data were reviewed on an ongoing basis by two independent reviewers (M S and M H), to ensure that emerging findings were consistent with the interviews and thus grounded in the data.

Results
=======

Sample and key themes
---------------------

Our sample comprised 12 women (age range of 17--51 years; seven white British, four south Asian and one black African). Participants reported a range of symptoms regarded as being definitely or possibly attributable to PCOS, with a majority describing hirsutism (*n* = 11), problems related to menstruation and/or infertility (*n* = 11) and difficulties with weight (*n* = 10) ([Table 2](#tbl2){ref-type="table"}). Key emergent themes are described below, including differences linked to the ethnic background of participants. Table 2Characteristics of participants.**Participant characteristicsTotal** (*n* = 12)Symptoms\* Hirsutism11 Irregular or heavy periods11 Weight gain/difficulty maintaining weight10 Infertility4 Acne3 Tiredness1 Mood swings1 Skin discoloration1Distribution within age range 17--273 28--372 38--474 48--571Ethnicity (self-identification) White/Caucasian7 South Asian4 Black African1Age/time of diagnosis Early -- Mid teens3 Early -- Mid 20s5 Early -- Mid 30s1 Early -- Mid 40s3[^1]

Symptoms and delays in diagnosis
--------------------------------

Participants acknowledged that the symptoms described are not exclusive to women with PCOS, for example, menstrual problems and weight gain:

*'...* *there have been some days, some months, where my period starts and just the idea of getting out of bed and going into work is just an absolute no-no. But I don't know whether that happens for other people sometimes anyway.'* (Participant 9, age 40).

*'I'm not sure whether it (weight gain) is just related to PCOS or whether it's because of my thyroid.'* (Participant 10, age 45).

One south Asian participant reported that she had at first considered her symptoms as normal for a woman from her background:

*'Tiredness, heavy periods, which I took as normal, extreme hair growth which, as an Asian person, I took as normal.'* (Participant 7, age 51).

There was a variation in terms of how long it had taken for PCOS to be diagnosed, with some women attributing delays to health care providers' failure to recognise the condition:

*'... I said to him "I think I've got polycystic ovaries", but he didn't understand what I was talking about, he didn't know, I could just tell he didn't know what I was talking about. I said "I'm getting facial hair and I'm putting on a lot of weight an I'm having like just two or three periods"... and then he said to me to go and do a pregnancy test, maybe I'm pregnant, that's why I'm not having no periods. So I just realised he didn't understand a lot about it.'* (Participant 1, age 28).

In some instances, participants also linked delays to their own behaviour. One described how she had delayed taking any action despite her suspicions:

*'... it's always kind of been in the back of my head or maybe I have it. But never really done anything about it, and then my periods became a lot lighter ... I never had a regular period and that's when I thought maybe I need to get something sorted about this, you know. I thought because it wasn't an ailment it's not like I'm ill from it, I never thought the doctors would really be that bothered.'* (Participant 11, age 26).

Another participant attributed her reasons for delay to other health problems and embarrassing symptoms:

*'... because I've got a number of other problems as well, to be honest it was just another thing, and because I was highly, highly embarrassed, highly embarrassed, you know, and I just didn't say anything. Just got on with it until I couldn't bear it anymore.'* (Participant 2, age 44).

Psychological distress
----------------------

Concerns about infertility were described as a source of anxiety:

*'... not being able to have kids when I was older, that was my main worry really (when diagnosed).'* (Participant 4, age 17).

*'We (partner and self) both got slight niggles at the back of the mind that it might be harder to get pregnant ... I think because you are not having periods automatically that's like a red flag to become pregnant obviously.'* (Participant 12, age 29).

Participants also described how symptoms such as weight gain had influenced self-image and self-esteem:

*'... when I did want to wear anything nice I didn't have anything nice to wear anyway because I was too fat to have anything nice.'* (Participant 10, age 45).

Hirsutism was particularly distressing, described as leading participants to feel *'like a freak'* (Participant 3) or make negative comparisons between themselves and other women:

*'I used to get quite down with that (hirsutism), because it was something, I've got sisters as well and obviously even comparing myself to my sisters they didn't have anything like that and it really did upset me.'* (Participant 5, age 29).

Participants described anxiety and distress related to their perceptions about lack of control within their lives:

*'I don't have control over it, it controls me sometimes, I feel.'* (Participant 6, age 43).

*'I was always somebody who felt like I had control over my body I suppose and so suddenly there was something that I couldn't control any more. And I suppose linked to that, yes, just the weight thing is just -- I look at, even now, I look at myself in the mirror and I think "Ugh, not good".'* (Participant 9, age 40).

In some cases, feelings related to stigma were perceived as being influenced by cultural norms. One participant suggested that infertility was a particular problem for women from her cultural background. She also described how cultural attitudes influenced the way in which she felt about hirsutism as an African woman living in the UK, where excess hair is less acceptable:

*'... it's not normal for a woman not to, to have (children), especially in African cultures it's like taboo. I can say like you might be cast out if you can't have any children and people call you names and say things like that. But with the facial hair, in Africa it's okay because a lot of women have it. It's just here in England ... you have to shave your legs and you have to shave this and that, when back home it's not like that.'* (Participant 1, age 28).

Anxiety about health-related consequences of PCOS, particularly increased risk of type 2 diabetes, was also mentioned:

*'I know you're at a high risk of diabetes as well, I think ... It is something that, you know, is a bit of a worry.'* (Participant 8, age 26).

It was noted, however, that one south Asian participant felt that the high overall prevalence of diabetes in south Asians meant that increased risk specific to PCOS was less relevant for her. In this way, she sought to rationalise her lack of concern:

*'Oh I don't worry about that (increased risk of diabetes) ... I think that it will lead to that anyway, because just about every family member has got diabetes in my family.'* (Participant 7, age 51).

Impact on day-to-day living
---------------------------

Some participants described how reduced self-confidence and self-esteem affected social and personal interactions:

*'I didn't confide in anybody ... in fact I sort of withdrew into myself a bit more as I got older, yes. I sort of dropped a lot of my friends ... when you meet people, you sort of, you don't engage properly. You can't look at people because then people look at your (hairy) arm and you think people are looking too closely...'* (Participant 6, age 43).

*'... I have two or three friends that I will see regularly, but I don't go out as much as I used to and I think some of that .... I don't feel good enough about myself ... (I've) had lots of discussions (with partner) about that and the impact it has on my overall confidence which then has an impact on our sexual relationship because I don't feel confident, I don't feel sexy so why would anybody else think I look sexy...'* (Participant 9, age 40).

Although the majority of participants reported that having PCOS did not affect them in relation to employment, one participant also described how problems with hirsutism had caused difficulties in her work role:

*'... working with children, I'm told to pull my hair up, so then I always have to make sure in my interviews I tell then beforehand that I can't pull my hair up because I've got polycystic ovaries and I've got facial hairs and I don't want everybody to see it because it makes me feel uncomfortable. So a few of the places they were okay with it ... but then I feel really bad because of the parents and they want to be able to see my face when I'm talking to them about their children.'* (Participant 1, age 28).

An additional practical implication of having PCOS was the high cost of laser hair removal treatment:

*'... this is only recent that I've been having laser (treatment) because it's quite expensive and at that time (when studying), it's not available on the NHS, so I couldn't afford that much money ...'* (Participant 5, age 29).

Coping strategies
-----------------

In addition to personal strategies for hair removal including shaving and laser treatment, some participants described pharmacological therapy including the contraceptive pill, spironolactone and metformin, although there was some variation in terms of the perceived effectiveness of these medicines:

*'I've gone on to the pill ... which I think helps block the male hormone so and my skin has got a little bit better and my hair growth isn't so fast now as well, so it is working.'* (Participant 8, age 26).

*'I'm on metformin already. I don't know if it's helped (with weight problem) or not ... maybe it is working, I don't know.'* (Participant 7, age 51).

One south Asian participant, highlighted a potential cultural issue regarding the contraceptive pill, which she described as *'taboo'* for unmarried girls in her community:

*'I'm from an Asian family, where obviously he \[doctor\] did say it was a contraceptive pill and that's a very taboo thing for an unmarried girl to be taking, a contraceptive pill.'* (Participant 5, age 29).

Some participants described psychological coping strategies, including denial or trying *'not to think about it'* (Interview 1). Acceptance and moving on with life were perceived as being helpful for coping with a chronic condition:

*'... learning to accept what you've been diagnosed with and, you know, that it is then part of you ... PCOS is something that once you're diagnosed, it's not like a cold or a temperature that after 24 h it will go away. It's there with you for the rest of your life.'* (Participant 3, age 51).

*'I still find it upsetting and distressing and it does plague my life with what I want to do, but I really have now thought to myself "no, I have to get on with it for my own sake".'* (Participant 2, age 44).

*'I do just have to just cope and just get on with it a lot of the time and just trying to reverse psychology myself ... and just get on with it.'* (Participant 11, age 26).

Some described undertaking their own research via books or the internet, in order to better understand the condition. Two participants reported that they had joined the PCOS self-help group verity ([www.verity-pcos.org.uk](http://www.verity-pcos.org.uk)).

Support needs
-------------

Emotional support was seen as important, but participants varied in terms of how much family support they had received. Some reported that they had not sought this type of help because they were uncomfortable about discussing their condition with family members or that the quality of support offered was limited by poor understanding:

*'(I've told) no-one, absolutely no-one ... (due to) embarrassment ... No, I've never said anything to any of my family, not even my partner now of nine years, ever.'* (Participant 2, age 44).

*'Oh he (husband) is aware of it (PCOS) because I go to the hospital appointments and I tell him, and then I started tablets, which he doesn't like ... I tell him about them, but I don't think he a hundred percent understands ... (feeling tired) affected us quite a bit, not being able to go out late at night and things like that, very tired. So I think it would have been nice for him to accept and support that a bit more, but he has no understanding of polycystic ovaries at all, nothing.'* (Participant 7, age 51).

Good support from health care providers was seen as essential, including the importance of having someone to listen to any concerns and facilitate understanding of PCOS:

*'I don't know, to be taken seriously and to be listened to and actually just to be walked through the process and told "actually you're not going to die from it. It's something that you're going to have to learn to cope with. Have strategies to deal with. And, yes, it may be difficult for you to have kids but it's okay because when you get to that stage there may be things that we can do for you. You may have problems losing weight but how about trying this strategy? How about trying a low GI (diet), how about trying lots of exercise?".'* (Participant 10, age 45).

However, participants varied in terms of how much support of this type they had actually received from health care providers and there were positive feelings about the idea of having a specialist PCOS support nurse:

*'They've been helpful ... just answering the questions that you've got, and just ... reassuring.'* (Participant 4, age 17).

*'I feel like the access that you get to support and advice is not really around. I feel like there should be follow-up once you have been diagnosed ... I don't know if there is such a thing as a specialist PCOS nurse or someone that can talk you through it and go through your symptoms and how you can manage those symptoms. Maybe put a plan in place of how often you need to be reviewed depending on how severe your symptoms are, that would be good.'* (Participant 12, age 29).

The benefits of peer support from other women with PCOS were widely recognised:

*'It was nice, I went to one of their (Verity support group) meetings, they had a conference type thing, and I went to that and it was nice to actually talk to some other people who had got it and, you know, some of them had had it for several years and, you know, were just getting on with it sort of thing. And some people very similar to me and sort of only recently been diagnosed.'* (Participant 9, age 40).

Support through education
-------------------------

Participants were supportive of the idea of education sessions for women with PCOS, particularly when first diagnosed. It was felt that such sessions could provide support by increasing knowledge and understanding and also by providing an opportunity to share experiences.

*'I think, for me, the encouragement (to go to a group education session) would be to meet somebody else that has it, so it's common ground then isn't it. Something that you can discuss with somebody else who knows how you kind of feel.'* (Participant 8, age 26).

One south Asian participant suggested that, for providing optimal psychological benefit, peers may need to be more closely similar than just sharing a diagnosis of PCOS, for example, in terms of similar age and shared cultural background:

*'There was a lady once at the hospital, she sort of started a group thing. I did come once or twice, but they were all English ladies, there was no-one looking like me, and they were all a bit older than me ... I think I would have gone if there had been other like Asian people or, you know, Mediterranean people or somebody, and maybe sort of around in your age range.'* (Participant 6, age 43).

Two participants felt that a group format might not suit them personally, because of their concerns about privacy, although they recognised that other women might benefit:

*'I'm not too happy about the group thing ... It's just me, I'm just a very, I don't know ... it's better in a group, I know that, it's just me personally.'* (Participant 2, age 44).

*'... obviously the people who have been diagnosed with PCOS are probably going through the same things that I am ... but it would be on the basis that I don't know anybody in the room and they don't know me and once we leave the hospital, or wherever the meeting is, you go your own way.'* (Participant 3, age 51).

Participants also suggested that there was a need for education about PCOS at a wider level than just for women with the condition. They felt that it would be beneficial to raise knowledge and awareness in health care providers as well as in family members and in the wider community, including schools:

*'Doctors (also need education). I felt, and I know it sounds really awful, but I did feel really kind of that she didn't, they (symptoms) didn't really matter because it wasn't physical, it didn't really matter, because I had already been, you know, I had already fallen pregnant and I don't need to worry about it. I just did think that she kind of just liked pushed it off a little bit like it didn't really matter.'* (Participant 11, age 26).

*'I feel like men (partners of women with PCOS) need to know, you know. They need to know about different things that women go through, like if I can't fall pregnant ... It's actually a condition, like I've got a condition and something's actually happening.'* (Participant 1, age 28).

*'(Having information) in doctors' surgeries, in hospitals, in anywhere, anywhere, a poster even ... they (women with PCOS) wouldn't feel isolated, they wouldn't feel embarrassed to ask for help or advice if it was more out in the open. It's all too hush, hush.'* (Participant 2, age 44).

*'It's probably a good idea to raise awareness (in schools) because there might be girls that have various symptoms and they either dismiss them or not actually affect them, it might just raise awareness.'* (Participant 12, age 29).

Discussion
==========

Summary
-------

Participants reported a range of combined symptoms such as hirsutism, weight gain and infertility, which were likely to cause psychological distress. Delays in receiving a diagnosis were attributed to lack of knowledge in health care providers or their own reluctance to seek help. In addition to psychological distress, practical implications were described, particularly in terms of social interactions. Both practical and psychological coping strategies and support needs were reported and participants were generally positive about the idea of group education sessions for women with PCOS.

Comparison with existing literature
-----------------------------------

Our study confirms previous reports about the severity of PCOS and the negative impact it may have on womens' wellbeing, including high levels psychological distress, depression and anxiety ([@bib8], [@bib8], [@bib19], [@bib20]). Our findings also indicate that low self-esteem and low body image may have practical implications relating to social and personal interactions ([@bib4], [@bib13], [@bib20], [@bib21]). Previous authors have concluded that there is a need to provide information about diagnosis and also to help women with PCOS understand their condition ([@bib22], [@bib23], [@bib24], [@bib25]). It has been suggested that providing such information can improve wellbeing in women with PCOS ([@bib26]). The need for psychological support and education was strongly confirmed by our findings, which emphasised the importance of providing such support and information at the time of diagnosis.

Strengths and limitations
-------------------------

This study adds to the literature in terms of including a specific focus on support needs and feelings about group education, whilst also using methodology that allowed scope for broader exploration of participants' experiences. In our sampling strategy and aims, we did not set out to specifically compare the views of women from different ethnic backgrounds, but recruitment from an ethnically diverse population enabled us to consider whether any of our findings were potentially specific to women from minority ethnic groups. Further research exploring ethnic similarities and differences may be useful. It is acknowledged that our overall sample size was relatively small; however, large samples are not required for qualitative studies, but seek to highlight and explore relevant issues rather than to quantify perceptions in a representative sample. In addition, ongoing review during data collection suggested adequate saturation.

Implications
------------

Our study provides some findings that are highly relevant to people involved in planning and providing care for women who have been diagnosed with or have symptoms suggestive of PCOS. Our interviews emphasise the need for a holistic approach by health care providers, including consideration of psychological needs as well as treatment for symptoms. Participants' positive attitudes to the idea of group education sessions indicate the potential acceptability of this method of providing support. Confirmation and further exploration of the impact of psychological distress emphasised that psychological support should be an important aspect of the content of such education sessions. As part of the refinement of the education programme being developed in this programme of work ([@bib14]), additional emphasis was placed on support to reduce psychological distress and negative impact on the practicalities of day-to-day living. Our findings also suggest that the format of group education sessions may need to recognise differences as well as commonalities between women with PCOS, including cultural backgrounds, and that there may be some women who would need to be supported on an individual basis rather than through group sessions. There is a need for further education for health care providers to assist them with identifying the condition and equip them with skills and knowledge to be able to provide support effectively. There is also a need for education at community level to heighten general awareness and understanding of the condition, thereby fostering a more sympathetic attitude towards women with PCOS. Raised awareness could also help women to recognise possible symptoms and prompt them to seek help, leading to more timely diagnosis.
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[^1]: Symptoms described in varying degrees of severity and as being definitely or possibly linked to PCOS.
